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Abstract
Awareness surrounding the increasing prevalence of autism spectrum disorder and
Asperger syndrome has become much more widespread in recent times. Children are diagnosed
as being on the autism spectrum more than ever. However, the key here is the word “children.”
We focus on the behavior, development, and well-being of our children for good reason.
While the oversaturated focus on children is entirely justified, this focus overshadows a
minority within the autism community that deserves the same attention and recognition. This
minority group consists of the adults who have gone years without a formal diagnosis of autism
spectrum disorder or Asperger syndrome. These are the people who have “slipped through the
cracks,” who have had experiences entirely unique from their peers growing up with no clear
explanation as to why that was the case. These people were unable to truly piece together their
own identities, and had great difficulty finding others experiencing similar struggles.
Through my research, I aim to give individuals who were diagnosed with autism
spectrum disorder or Asperger syndrome in adulthood as opposed to childhood the validity and
recognition they deserve. I have identified three main goals of my research and the creation of
this project. My first goal is to add to the relatively small pool of existing research for adults in
the autism community. My second goal is to bring awareness to the phenomenon of those who
have “slipped through the cracks,” meaning those who were diagnosed much later in life rather
than in childhood. My third and final goal is to learn about and share the experiences of real
individuals who were diagnosed in adulthood as opposed to childhood.
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Preface and Rationale
As a special education major, I knew that my honors capstone project naturally should
have something to do with people living with disabilities. Studying the nature of disability, and
applying my knowledge of disability in a classroom setting, has become a dream of mine to work
towards. I immediately recognized that the term “disability” can mean many different things to
many different people, so I knew it was necessary to choose something more specific for my
topic of research. While it is true that, even under a single diagnosis, definitions and life
experiences can vary wildly, it is at least much simpler to generalize the information I collect
when it can fit under one term.
When taking time to think about what particular disabilities should become my topic of
research, I almost immediately decided that I would study autism spectrum disorder and
Asperger syndrome for the purpose of this project. For the sake of simplicity, understand that,
when I refer to autism spectrum disorder, I am also including the diagnosis of Asperger
syndrome. I was immediately drawn to autism spectrum disorder for two main reasons: I am
currently studying autism spectrum disorder in a specialized program, and I have a personal
connection to the condition.
Elaborating on my first reason stated, I am currently enrolled in the Autism Endorsement
Certification program offered by Kutztown University. This program consists of four special
education courses, all of which focus specifically on autism spectrum disorder. Throughout these
courses, the characteristics and etymology of autism spectrum disorder are explored, as well as
how behavior management and academic instruction should be approached with students on the
spectrum. This program also provides students with an opportunity to gain experience in a
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specialized, autism-focused classroom setting, observing and educating K-12 students on the
spectrum.
At the point in which I was scheduled to start thinking about my honors capstone project
and create a proposal to be approved by the honors program, I was in the middle of this series of
courses. I had built a decent amount of knowledge on autism spectrum disorder, and how one
should go about handling behavior management and curriculum instruction. However, I knew I
still had very much to learn, seeing as I was not at the point of student teaching in an
autism-focused classroom setting. Taking this into consideration, it seemed like a remarkable
idea to study autism on a much more thorough and in-depth level before entering the classroom.
It would also be relatively straightforward, as I could begin my research already having a decent
amount of background knowledge on the subject matter.
My second main reason for wanting to further my study of autism spectrum disorder,
being my personal connection to the disorder, is something that took many years to discover and
come to terms with. I do not have any close friends or family members that have been diagnosed
as being on the spectrum. Rather, I believe that I myself may fall on the spectrum. This
possibility is something that I have dedicated a significant amount of time and energy into
exploring.
From the very beginning of my life as an infant, my parents recall observing many of the
telltale signs of autism spectrum disorder within me. As I was growing up, and I learned of the
existence of autism spectrum disorder, I felt that I was exhibiting many of the characteristics that
I had witnessed and read about in the past. I fell down the rabbit hole of online quizzes, tests, and
evaluations. I found myself Googling “Am I autistic?” or “Do I have autism?” quite frequently.
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Once I entered higher education, this thought began to eat away at me. I was incredibly
curious, wondering if I would ever find out if I had the condition. After discussing this matter
with my parents, and finding out about my early childhood experiences for the first time, I
decided that I needed to take matters into my own hands, and make a definitive step towards
receiving a diagnosis. I reached out to the Center for Autism in Philadelphia, and was placed on
the months-long intake queue.
During this agonizingly long waiting period, I began to conduct online research. I looked
specifically into how autism spectrum disorder is exhibited by adults as opposed to children. I
figured there would be some differences in how higher functioning (for lack of a better term)
adults displayed characteristics as opposed to children, considering there are many years of
development between the two age groups. Perhaps the condition was considered less easily
observed, or even less debilitating, in adults rather than in children?
This is when I uncovered a major issue. It was nearly impossible to find information
relevant to my specific needs. The vast majority of the information on autism spectrum disorder
publicly available was targeted towards children. There were countless articles advising parents
of very young children on how to go about receiving a diagnosis for their child. However, there
was nearly nothing available on how an adult would go about receiving a diagnosis for
themselves, even after specifying what exactly I was looking for within the search terms I used.
This isn’t to say that there isn’t any information in existence for adults seeking out a
diagnosis. Rather, there was a paucity of information. I often found myself falling for articles
with deceptive titles and descriptions, even from peer-reviewed sources. I would believe that I
was finding information on how diagnoses are pursued and received as adults, but I would
actually find longitudinal studies on those diagnosed in childhood, and how they developed and
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fared in adulthood over a long period of time. I would also find accounts from adults describing
their experiences being diagnosed with autism spectrum disorder as a child. While these are
important topics that the public should have access to, they weren’t quite what I was looking for
at the time.
It was at that moment that I realized the implications behind this issue I was having. If I
was having a difficult time finding information relevant to those seeking out diagnoses in
adulthood, then it was likely that many other people in a similar position to mine were having
this problem as well. This issue would likely be the cause of serious complications, especially in
those who were more desperate to receive an evaluation and subsequent diagnosis. I recognized
that I was simply looking for peace of mind, but other individuals were probably struggling and
required services that they couldn’t receive without a formal diagnosis.
This severe lack of information was putting peoples’ well-being at stake. I understand
entirely the emphasis placed on getting a diagnosis early in life, and providing early intervention
services before it becomes too late to do so. However, this level of attention and dedication
should not come at the expense of adults who are also seeking out a diagnosis. Everyone’s
unique experiences, regardless of their age and exact circumstances, deserve to be highlighted
and adequately documented.
This final line of thought prompted me to create this capstone. Regardless of whether or
not I end up becoming part of the autism community, I recognize that this subdivision of
individuals on the spectrum deserves more recognition, and I feel a great desire to have a part in
resolving this issue. Those seeking out a diagnosis in adulthood need more data publicly
available, so that they can finally receive the same guidance, attention, and direction that
children have received for years prior. Through this project, I aim to bring more awareness to this
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lack of information, and convey how this problem has directly impacted the autism community
by highlighting the experiences of actual individuals who have faced this obstacle.
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Definition and History of Autism Spectrum Disorder
Prior to analyzing a specific subdivision of the autism community, it is first necessary to
possess an adequate understanding of what it means to have a diagnosis of autism spectrum
disorder. There are two components that will lead to the sufficient knowledge required to
interpret any data relevant to this study. The first component is learning about the history of
autism spectrum disorder, which includes the first psychological studies completed, the
originator of the term and diagnosis, and more recent history of how autism is detected and
diagnosed by professionals. The second component is reviewing today’s official medical
definition and noted characteristics of autism spectrum disorder.
Beginning with the history of autism spectrum disorder, the first ever concept of autism
was coined by German psychiatrist Eugen Bleuler in 1911. Prior to this, Bleuler had specialized
in the diagnosis and treatment of schizophrenia, another term coined by him. Following this line
of thinking, Bleuler described the first observed cases of autism as extremely severe cases of
schizophrenia, describing patients’ thinking as clouded by vivid hallucinations in order to avoid
whatever is deemed to be unpleasant. In this way, the term “autism” was applied to the inner
thought process rather than what could be clearly observed at face value.
This understanding of autism became widespread. Psychologists, psychoanalysts, and
psychiatrists throughout Europe, most notably in Germany and Britain, continued to use this
definition. The way in which professionals came to understand autism changed suddenly and
dramatically during the 1960s. The characteristics known to be portrayed by those diagnosed
with autism became the exact opposite of what they were previously defined as by Bleuler and
other experts at the time (Evans, 2013).

11
Previously, autism was characterized by an abundance of thought. The patient’s inner
thought processes were preoccupied to the point at which undesirable outside stimuli could be
entirely ignored. In the 1960s, autism was described by a significant lack of thought and
imagination. This was a notable step in the development of autism diagnosis, making a definitive
separation between it and schizophrenia. As described by Michael Rutter, a leading
child-psychiatric researcher at the time, “the autistic child has a deficiency of fantasy rather than
an excess,” (Evans, 2013).
Another aspect of the identification of autism that has changed dramatically over time is
it's supposed origin or cause. There has been much speculation, theorization, and even blatant
misinformation spread on this particular topic. The first main theory of the origin of autism was
psychogenesis, which was popular prior to the 1960s. According to psychogenesis, autism
develops in children following significant emotional abuse. Following the damaged relationship
with the abuser, the child “retreats” into autism, unwilling to face aggression from any individual
from that point forward. The child then cuts off all meaningful human emotional connection,
even outside of family relations (Brief Introduction to Autism History, 2019).
Arguably the most popular source of misinformation about the origin of autism that, in
some instances, has lasted to this day, is the belief that vaccines cause autism in children. This
belief originated with a psychological study published in 1998 by Dr. Andrew Wakefield, titled
Ileal-lymphoid-nodular Hyperplasia, Non-specific Colitis, and Pervasive Developmental
Disorder in Children. In this study, eight out of twelve children who had recently received MMR
vaccination were observed to have lost previously acquired skills, particularly verbal language
development. This led the parents of said children, along with Wakefield and other researchers
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involved in the study, to believe that environmental factors, in this instance being the vaccine,
had a role in those children’s sudden regression.
In 2010, twelve years following the publishing of Wakefield’s study, The Lancet journal
of medical science and research retracted Wakefield’s study, and Wakefield’s medical license
was revoked. This is because it was determined that many of the details stated as facts within the
study were deemed to be either entirely incorrect or manipulated in some fashion. For example,
the specific children observed for the study were carefully chosen rather than randomly selected,
heavily implying that the researchers were looking to find a particular outcome to subsequently
share. It was also found that part of Wakefield’s research effort was funded by lawyers who were
representing parents involved in lawsuits against vaccine manufacturers. These factors are
undoubtedly clear indicators that all parties involved in Wakefield’s study were biased, therefore
meaning that the results of the study are unreliable and unethical. Despite these findings, and the
previously detailed retraction of the article by a notable scientific journal, this study is still used
by some groups as anti-vaccine propaganda (Eggertson, 2010).
Further scientific research has led us to the way in which psychological professionals
understand autism in today’s times. Rather than simply “autism,” it is referred to as “autism
spectrum disorder,” or ASD. We now know that it is a neurodevelopmental disorder, meaning
that individuals are born with the condition, and it cannot be cured. We also know that there is a
genetic component, meaning that it, to some extent, can run in families. Additionally, the
characteristics of autism spectrum disorder are more concrete and clearly specified, rather than
being contested and up for debate between different psychiatric, psychoanalytic, and
psychological parties.
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Based on everything that is understood about autism spectrum disorder today, the
following description, provided by the American Psychiatric Association’s Diagnostic and
Statistical Manual, or DSM-5, provides what can be considered a “definition” of autism
spectrum disorder through diagnostic qualifications:
To meet diagnostic criteria for ASD according to DSM-5, a child must
have persistent deficits in each of three areas of social communication and
interaction…plus at least two of four types of restricted, repetitive
behaviors…Persistent deficits in social communication and social
interaction across multiple contexts…Restricted, repetitive patterns of
behavior, interests, or activities…Symptoms must be present in the early
developmental period (but may not become fully manifested until social
demands exceed limited capacities, or may be masked by learned
strategies in later life)...Symptoms cause clinically significant impairment
in social, occupational, or other important areas of current
functioning…These disturbances are not better explained by intellectual
disability or global developmental delay. Intellectual disability and autism
spectrum disorder frequently co-occur; to make comorbid diagnoses of
autism spectrum disorder and intellectual disability, social communication
should be below that expected for general developmental level.
(Diagnostic Criteria, 2020)
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History and Definition of Asperger Syndrome
Although it is considered an outdated and subsequently irrelevant term by many
of those within the autism community, Asperger syndrome is, at least in my opinion, still
worthy of the same attention given to autism spectrum disorder. Asperger syndrome, by
professional psychological standards, is no longer considered a unique diagnosis. The
term was removed entirely from the DSM-5, and Asperger syndrome is now simply
grouped into the “higher functioning” end of the autism spectrum. Those diagnosed with
Asperger syndrome still exist today, though, which prompts the need for the same
in-depth (although much more brief) research and historical insight previously given to
autism spectrum disorder.
Whereas the term “autism” was first coined in 1911, Asperger syndrome was not
notably observed or given its name until much later in 1944. Hans Asperger and Leo
Kanner, both Austrian physicians, unknowingly came to similar conclusions in their
observations, although the namesake was given to Asperger rather than Kanner.
Borrowing the terms “autism” and “autistic” from Bleuler, who had originated the terms
decades prior, Asperger and Kanner applied these terms to the children they were
observing at the time. They noted the characteristics of repeated behaviors, inclination
towards routine, and social deficits. What made these children different from those
simply diagnosed with autism, though, was their heightened linguistic and cognitive
capabilities. To Asperger and Kanner, this difference was significant enough to warrant
an entirely new diagnosis and entirely new terminology.

15
Kanner coined the term “Kanner syndrome,” and his scientific findings were
published in the DSM-3. Meanwhile, Asperger’s work remained largely unrecognized
internationally for nearly fifty years, likely due to the fact that his work was published in
German as opposed to English. Finally, in 1994, Asperger’s findings were deemed to be
relevant enough to become part of the DSM-4. The observations were, again, deemed
different enough to initially warrant an autonomous diagnosis rather than simply referring
to it under the umbrella of autism spectrum disorder. However, as previously detailed,
Asperger syndrome was later removed upon the publication of the DSM-5 in 2013, the
main reason being that Asperger syndrome was considered similar enough to autism to
become part of the autism spectrum.
As Asperger syndrome is not present within the DSM-5, the latest psychological
material that we have to refer to, a “definition” of Asperger syndrome is somewhat more
difficult to determine. For the sake of consistency, the DSM-4 qualifications for
diagnosing an individual with Asperger syndrome will be utilized, in keeping with DSM
references:
Qualitative impairment in social interaction…Restricted repetitive & stereotyped
behaviors, interests and activities…The disturbance causes clinically significant
impairments in social, occupational, or other important areas of
functioning…There is no clinically significant general delay in language…There
is no clinically significant delay in cognitive development or in the development
of age-appropriate self help skills, adaptive behavior (other than in social
interaction) and curiosity about the environment in childhood…Criteria are not
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met for another specific Pervasive Developmental Disorder or Schizophrenia.
(Diagnostic and Statistical Manual of Mental Disorders, Fourth Edition, 1994)
The complete removal of Asperger syndrome from the DSM-5 has come with
much controversy throughout the autism community. Those in favor of the change argue
that Asperger syndrome was always incredibly similar to autism, and therefore having a
separate diagnosis was not necessary. Hans Asperger’s questionable morals and political
viewpoints are also targeted in this position on the matter. Asperger was found to be
involved in the National Socialist, otherwise known as Nazi, movement during the time
in which it was the most active in Vienna, Austria. Nazi ideology included “race
hygiene,” which likely doesn’t require elaboration to comprehend.
Meanwhile, those in opposition of the change argue that it is necessary to separate
the diagnosis from the originator. While Asperger syndrome is not a diagnosis that is
actively used today, there are still countless individuals that received that diagnosis in the
past. To suddenly invalidate the diagnosis is doing a great injustice to those who have
come to identify with the diagnosis and the unique experiences it comes with. It is not the
fault of those diagnosed with Asperger syndrome that the originator of the term and
diagnosis had questionable morals.
In conducting my research, particularly when it came to finding subjects to
respond to my survey, I knew I had to come to a decision regarding my stance on this
matter. It was necessary to do so in order to decide who I would include in my study.
Ultimately, it was not difficult for me to come to the decision that I would include those
who have received an Asperger syndrome diagnosis in my survey. I strongly agree with
those in opposition of the change made to the DSM-5, in that I feel that the removal of
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the diagnosis is incredibly invalidating to those who had previously received it and
continue to identify with it.
As soon as I released my survey to the public, starting with Kutztown University’s
community through MyKU, I was shocked to see that I received some backlash for my
inclusion of Asperger syndrome. Those diagnosed with autism spectrum disorder argued
against Hans Asperger’s questionable history. When mentioning the fact that there are
individuals who have received a diagnosis of Asperger syndrome who still exist and
identify with the diagnosis, I was told that those people are simply autistic, and that their
specific diagnosis should be disregarded entirely. Perhaps there is an aspect of toxicity
within the community surrounding this particular issue, especially when considering that
there are other individuals in the autism community who hold the complete opposite
opinion.
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Characteristics of Autism Spectrum Disorder
It is now necessary to fully understand how autism spectrum disorder is observed
and understood today. This is especially important when later interpreting the data that
comes from today’s autism community. As previously detailed in the “definition” of
autism spectrum disorder, there are certain diagnostic criteria that individuals need to
meet in order to receive an official diagnosis. Individuals need to exhibit a particular
amount of characteristics, and experience said characteristics to the point at which they
inhibit daily functioning to some capacity. If characteristics are present, but they are not
deemed to be debilitating or limiting in a significant manner to the individual
experiencing them, then it will likely be determined that a diagnosis of autism spectrum
disorder cannot be given.
The following characteristics are considered to be demonstrative of autism
spectrum disorder, according to the Centers for Disease Control and Prevention (Signs
and Symptoms of Autism Spectrum Disorder, 2022). Note that, in the case of Asperger
syndrome, the characteristics are generally considered to be the same, aside from higher
linguistic and cognitive capability:
Social Communication and Interaction
Those diagnosed as having autism spectrum disorder are described as having
impaired social skills. Language is inhibited in terms of verbal and nonverbal
communication. Specific examples of this are listed below:
● Avoidance of eye contact
● Difficulty showing facial expressions to indicate emotion
● Uses few or no gestures
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● Does not share interests with others, such as showing a preferred object
● Does not notice when others are hurt, feeling sadness or anger
● Has trouble understanding their own or other people’s feelings
● Has difficulty in turn-taking interactions, such as talking on the phone, or games
● Developmentally late to talk and respond to name
Restricted and Repetitive Behaviors
Those on the autism spectrum often engage in what are referred to as restricted
and repetitive behaviors. These behaviors are also referred to as self-stimulatory
behaviors, meaning that they act as stimulatory input to cope with averse outside
stimulation or overstimulation. The following are considered to be the most commonly
expressed self-stimulatory coping mechanisms:
● Echolalia, the repetition of words, sounds, or phrases
● Hand-flapping
● Rocking
● Spinning in circles
● Self-injurious behavior, such as hitting or biting oneself
This is simply a brief list of what those on the autism spectrum can physically
display. Note that there are countless ways in which an individual with autism can engage
in repetitive or self-stimulatory behavior.
Intense Interests
Those on the autism spectrum can experience intense interests, commonly
referred to as special interests by those within the autism community. Intense or special
interests refer to an overwhelming focus on a particular topic. These interests are
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prioritized to the point that they often consume the individual’s thought processes and
interactions with others. It may become difficult for the individual in question to switch
from the topic of interest, or allow others to speak about other topics within a
conversation. Below are common examples of how such interests are expressed:
● Interacting with objects in the same way every time
● Focused on specific parts of objects, such as wheels
● Tendency towards following routine
● Distress at minor changes or when the established routine is altered
● Exploring media related to the interest
● Purchasing merchandise related to the interest, if applicable
● Incorporating other autism-related characteristics into the interest. For example, if
the individual experiences echolalia, they may repeat words and phrases related to
their interest.
Savant Syndrome
Many individuals who are diagnosed with autism spectrum disorder are also observed to
have savant syndrome, or what are simply referred to as savant tendencies. This means
that the individual in question innately possesses highly specialized skills. Compared to
the neurotypical population, these skills can be considered prodigious in nature. The
following areas are the most common areas in which these prodigious skills are likely to
manifest (Fact Sheet- Savant Skills, 2016):
● Long-term memory, in terms of remembering specific facts and details that
occurred a significant amount of time in the past
● Hyperlexia, the superior ability to read, write, and spell
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● Visual arts
● Performing arts, particularly music performance
● Perfect pitch, the ability to identify what a note is simply by hearing it
● Mechanical skills
● Spatial skills, such as determining how much space an object takes up
● Calendar calculation, such as instantaneously determining what day of the week a
certain date falls on
● Mathematical calculation, involving instantaneous problem-solving
● Athletic ability
● Computer skills
Other Characteristics
The diagnosis of autism spectrum disorder comes with other characteristics that
do not fit within the previously specified categories, such as:
● Delayed and inhibited physical capabilities, including both fine and gross motor
skills
● Delayed and inhibited cognitive or learning capabilities
● Behavioral concerns, including hyperactivity and impulsivity
● Epilepsy or other seizure disorders
● Disordered eating or sleeping
● Gastrointestinal issues
● Mood or emotional regulation problems
● Abnormally high anxiety or fear
● Abnormally low anxiety or fear, which can lead to impulsive tendencies
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● Obsessive compulsive tendencies
Why Autism Lies on a Spectrum
When discussing the many characteristics that an individual diagnosed with
autism spectrum disorder may exhibit, it is necessary to highlight the spectrum within the
term “autism spectrum disorder.” In this instance, the word “spectrum” indicates that
there is not one clear cut way in which autism presents itself. Autism is different for
every individual who is diagnosed with it. What is considered challenging for one
individual with autism to cope with may not be challenging at all for another.
It is also important to highlight the fact that it is not required for an individual to
experience all of the previously listed characteristics to receive a formal diagnosis of
autism spectrum disorder. One individual may experience less characteristics of autism
than another, but can still be formally considered to have autism. When put in the same
situation, two individuals with autism spectrum disorder may handle them completely
differently. It is essential to listen to and respect the unique experiences of all people who
lie within the autism spectrum.
Another point that is relevant to the spectrum within autism spectrum disorder is
the idea of “high functioning” and “low functioning” individuals. This line of thought
states that the autism spectrum has two defined ends. One end of the spectrum consists of
“high functioning” individuals, who possess relatively high intellectual and cognitive
capabilities, as well as a higher level of independence. Meanwhile, the opposite end of
the spectrum consists of “low functioning” individuals, who likely have intellectual and
cognitive disabilities, and struggle to maintain independence throughout their lives.
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The terms “high functioning” and “low functioning” have come with much
controversy, namely between the autism community itself and those who assess
individuals on the autism spectrum, including psychological professionals and educators.
Those in favor of the use of these terms argue that they serve as definitive, concise ways
to describe an individual’s capabilities. Finding efficient terms to use is essential,
especially when it comes to writing official documentation. For instance, special
education teachers who handle IEP documentation would likely prefer a concise way of
explaining a student’s general capabilities, especially when IEPs are updated at least once
a year.
Meanwhile, those who oppose the use of these terms have come to the conclusion
that the terms are offensive to those diagnosed with autism spectrum disorder, and any
disabilities in general. This is because the terms “high functioning” and “low
functioning” make the automatic assumption that those who are deemed to be low
functioning are less intelligent and capable of taking care of themselves than those who
are deemed to be high functioning. This is not necessarily the case, as it is possible for
those clinically labeled as high functioning to struggle with certain aspects of life more
than those clinically labeled as low functioning. In the same manner, it is possible for
those with the label of low functioning to excel in areas that those with the label of high
functioning significantly struggle with.
In addition to this, the labels of high functioning and low functioning are
considered to be contradictory to what it means for something to fall within a spectrum
rather than having one concrete definition and set of characteristics. It has been
previously established there isn’t a single way for an individual to experience autism.
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Professionals made a concentrated effort to change the exact terminology used for this
condition to account for the wide range of experiences encompassed by those diagnosed
with autism spectrum disorder. So, to simply fit all individuals who have received this
diagnosis into only two categories based on their perceived level of independence and
functioning would be counterintuitive and, frankly, ironic.
Regarding my position on the matter, I have not taken up a solid position for one
side or the other. As an individual who has gained knowledge on the autism community
and their unique experiences and struggles, I fully recognize the opinion of those in the
autism community who are against the use of the terms high functioning and low
functioning. At the same time, however, I am also an individual involved in special
education, who has seen the struggles that come with having a sufficient understanding of
the students on a caseload, and the amount of time it takes to maintain and revise official
IEP documentation throughout the school year. Witnessing firsthand the level of
involvement required to write something cohesive and informative on each student leaves
me inclined to believe that the terms high functioning and low functioning are not meant
to place students into separate categories contradictory to the spectrum autism lies upon.
Rather, it is simply for the sake of simplicity and brevity, which is undoubtedly needed
within the role of a special educator.
Regarding the way in which this study was conducted, I determined that it was
necessary for me to remain neutral on the matter. I came to this conclusion because, just
as it was the case regarding the inclusion of those diagnosed with Asperger syndrome as
opposed to autism spectrum disorder, I wanted to be inclusive of those with widely
differing opinions within the autism community. To account for those who have
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determined the terms high functioning and low functioning to be offensive, I avoided
using this terminology entirely within the survey I shared with participants, as well as
within the language I used on social media platforms in order to find participants willing
to be involved in my research. Also, to make this project as accessible as possible to all
individuals with autism spectrum disorder, regardless of their unique points of view, I
chose to avoid using the terms high functioning and low functioning as much as possible.
This was obviously the exception in this instance, where I was directly discussing the
usage and controversy of the terms.

26
The Diagnosis of Autism Spectrum Disorder: Intake Process and Diagnostic Tools
The final step that will be taken prior to discussing and analyzing the actual data
collected for this project will be detailing how an individual is evaluated for autism
spectrum disorder. The various points of view on this process indicated by numerous
members of the autism community have been provided. Through these detailed opinions,
we can reach a general consensus on the relative ease or difficulty of the process of
receiving a diagnosis for autism spectrum disorder. However, to fully understand these
individuals’ experiences, we must come to understand the actual process that they were
required to follow.
For the purpose of this particular topic, I felt that it would be beneficial to detail
my experience in following the process of speaking with an institution, and receiving an
evaluation for autism spectrum disorder. Beginning in April of 2021, I sought out an
evaluation for autism spectrum disorder following years of speculation as to whether or
not I belonged on the spectrum. As previously stated, I sought out an evaluation through
the Center for Autism in Philadelphia, PA. I should note that, in discussing the intake and
eventual evaluation process, I am only speaking about my own experience in terms of
how I felt it was conducted. Others’ experiences may be quite different from mine, as
there are countless institutions in different locations who conduct evaluations for autism
spectrum disorder. Even if an individual utilized the same institution, there are likely
factors at play that would make the experience different to mine.
As is the case with any specialist, psychologists who assess and evaluate for
autism spectrum disorder will first have individuals attend an intake appointment. While
the exact process differs between institutions, it is typical that the appointment involves
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speaking with a professional about who they are and why they are seeking out a diagnosis
of autism spectrum disorder. They collect demographic information, including the
individual’s name, age, gender identity, and previous medical concerns. They also collect
anecdotal evidence of the possibility of autism spectrum disorder, including the
individual’s self-perceived struggles and experiences in terms of autism characteristics,
such as repetitive behaviors, inhibited social skills, and sensory sensitivity.
My intake appointment was conducted over the phone when I initially called in
April of 2021. I gave the professional I was speaking to my personal details and contact
information. I also went into great detail regarding the unique experiences that I felt
could be associated with autism spectrum disorder. For instance, I tend to engage in
repetitive behaviors, which began in my very early childhood. I have also struggled with
eye contact at times, which aligns with the difficulty social skills can bring to those on
the spectrum.
I then attended a follow-up to the intake appointment, in which I spoke with a
psychologist through Zoom. I was asked more specific questions regarding why I felt that
I may be on the spectrum. The questions first asked about specific parts of my history,
including any past diagnoses, and physical and mental health concerns. There were also
questions that asked about specific characteristics of autism spectrum disorder. The
questions were separated into specific categories based on the types of characteristics I
could be experiencing, including sensory difficulties or sensitivities, difficulties with
social skills, and problems with interpersonal relationships. Categorizing the questions
asked in this manner made it much easier for me to respond to them in sufficient detail. In
preparation for these types of questions, I created an extensive document categorizing
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and discussing all of the areas of my life that I felt were likely representative of autism
spectrum disorder.
The next component of the evaluation process is the in-person evaluation for
autism spectrum disorder conducted by a specialist. This step of the process is consistent
among institutions that conduct evaluations for autism spectrum disorder and other
related conditions. It is necessary that the actual evaluation component of this process is
in-person because face-to-face interaction is necessary to adequately understand the
individual undergoing evaluation. Only so much can be stated and explained through text
or via a phone call. To be able to see the individual in question makes a significant
difference in how that person can be evaluated, as you are able to view how the
individual truly portrays themselves in terms of verbal communication, nonverbal
communication, and repetitive behaviors.
Arguably one of the most popular diagnostic tools utilized for autism spectrum
disorder is the Autism Diagnostic Observation Schedule, or the ADOS, with the latest
version utilized being the ADOS-2. This is not to say that other diagnostic tools are not
used, or are not valid. I have chosen to discuss this diagnostic tool in particular because it
is the diagnostic tool that was utilized with me when I received my in-person evaluation
in January of 2022. My experience in receiving an evaluation with the ADOS-2
inadvertently became a significant component of my research. There isn’t a better way to
understand a diagnostic tool than to experience it firsthand, and I feel enlightened in
being able to do so.
The ADOS-2 consists of five different modules. Each module is created
specifically for a different age group and level of cognitive ability. The first module of
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the ADOS-2 is the Toddler Module, which is appropriate for children younger than 30
months of age who have not yet developed consistent phrase speech. The second module
is Module 1, which is appropriate for children 31 months and older who primarily speak
single words. The third module is Module 2, which is appropriate for children of any age
who are primarily fluent and flexible phrase speakers. The fourth module is Module 3,
which is appropriate for children and adolescents that exhibit fluent speech. The fifth and
final module is Module 4, which is the module I was given for my autism spectrum
disorder evaluation. This particular module is designed for older adolescents and adults
that exhibit fluent speech (Autism Spectrum Disorder Assessment: Considerations for
Age and Functional Skill Level, 2018).
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My Experience With the ADOS-2, Module 4
The vast majority of individuals who have been diagnosed in adulthood as having
autism spectrum disorder have been given Module 4 of the ADOS-2. I feel that, after
undergoing an assessment myself, it would be beneficial for others to understand what
occurs during an evaluation. To my knowledge, in-depth anecdotal accounts of autism
spectrum disorder evaluations are difficult to find. Therefore, I feel that it is necessary to
include my own.
Before I discuss the evaluation I received, it is important that I give a warning to
the reader. If you are someone who is currently awaiting an evaluation, and is set to
receive the ADOS-2, Module 4 (the information included is possibly relevant to Module
3 as well), I would suggest that you do not read the following description of the events
that took place. Reading the following information is comparable to cheating on an exam.
If you are made aware of what is set to occur during the evaluation, it will likely
influence the way in which you respond to the scenarios involved in the evaluation. If
you would prefer not to read the description of the evaluation, please refer to the table of
contents in order to skip to the next section of this study. However, if you choose not to
heed this warning, understand that you have been warned in advance, and that the
following information may have a significant influence on the way in which you respond
to the evaluation procedure.
The setting in which my evaluation took place was in a small, quiet room. The
psychologist wanted there to be as little distraction as possible during the evaluation. The
room was filled with children’s furniture, as the majority of those assessed in the
institution I visited were young children. The door was closed, so that all information
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being collected was private and only accessible to the psychologist and me. The only
thing that could be considered less-than-ideal was a fan in the room that was somewhat
noisy and repeatedly blew papers off of the table in front of me.
The first activity I recall participating in during my autism spectrum disorder
evaluation was reading a book that did not contain any words. I believe the purpose of
this activity was to test my understanding of situations in which blatant context for events
was not given. I cannot remember what the title of the book was, but it was about a boy’s
dream in which he traversed many different lands that were based on different objects in
his bedroom. Throughout the pages, a map was shown flying through the background of
each scene in the book. I believed that this was symbolic of something, although I was
unsure of what exactly it was representative of. For the entirety of the book, I attempted
to find some kind of inner meaning in what was presented, but I found it to be difficult. I
found this activity to be incredibly interesting, as I was not aware that picture books
without words existed, and I had never “read” one before. Others who have participated
in Module 4 of the ADOS-2 recall reading a different book about flying frogs, Tuesday
by David Wiesner.
The next activity I recall participating in was one in which the psychologist
pretended to need time to write down information, and gave me items to interact with to
pass the time. I say “pretended” because it was blatantly obvious that was the case. The
psychologist had flipped a page in the book for Module 4, read what was written on the
page, and suddenly exclaimed, “Oops! Sorry, I need a few minutes to write some things
down. Here’s some stuff to pass the time.” I immediately laughed and called her out on
this. I found it so humorous that I couldn’t play along.
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The objects that I was given to “pass the time” were seemingly random and
unrelated to each other. From what I recall, there was a small radio with an antenna, a
mini pinball machine, a coloring book, a magazine, a pin impression toy, and a top with a
marker on the bottom that would leave marks on a piece of paper as it was spinning. I
mainly interacted with the pin impression toy, and the top with the attached marker. My
interpretation of this activity was that it was meant to assess my capacity to share
interests and objects with others, measuring an aspect of my social aptitude. If this was
truly the purpose of this particular activity, I didn’t meet the evaluator’s expectations, as I
didn’t make an effort to share my interactions with the psychologist.
The next activity I participated in was explaining a process without any objects or
props. The psychologist ran her finger across the table, drawing out an invisible sink with
a faucet, knobs to turn the water on and off, and a cup for water. She instructed me to
pretend that she was an alien, someone who was not at all familiar with the process of
brushing one’s teeth. She stated that I needed to describe each step of the process of
brushing teeth, with enough detail that a total beginner could understand what was being
described. Without any props, I would need to incorporate a sufficient amount of detail
and pantomime certain actions as necessary. I’m not quite sure what the purpose of this
activity was other than testing my imagination and capability to describe a process.
Perhaps this is playing off of the assumption that those diagnosed with autism spectrum
disorder do not have great imaginations, although I question the actual validity of this
belief.
The final activity I participated in for the purpose of this evaluation was one in
which I was tasked with telling an original story with the help of some random, small

33
objects. The psychologist took 10 random items out of a bag, which were a paperclip, a
string, a toy car, a blue spiky ball, a red block, a miniature pair of glasses, a miniature
umbrella, a small sponge, what appeared to be a small crochet needle, and a popsicle
stick. Out of these ten items, I was instructed to choose only five of them to create my
story. The psychologist created her own story as an example, in which she drove to the
beach, using a toy car and packing her miniature umbrella and surfboard, represented by
the popsicle stick, to take with her. She took up a spot on the beach, represented by the
sponge, and went surfing in the ocean, its waves represented by the string made into a
curved shape. She then packed her things back up into her toy car and left the beach,
driving back home.
I didn’t find any difficulty in this activity, as I feel that I have always had a large
imagination. The objects I chose for my scenario were the miniature pair of glasses, the
toy car, the paper clip, the blue spiky ball, and the red block. My story was about a man
named John who decided to make some poor choices while driving through the
neighborhood. He was speeding and running many stop signs. Meanwhile, a police
officer, represented by a pair of glasses, saw everything that John was doing. Suddenly, a
car chase ensued, with the blue spiky ball and the red block representing the blue and red
lights on top of a police car. I used the blue spiky ball again to represent the hairs
standing up on the back of John’s neck as he was being chased by the police officer
throughout the neighborhood. After some time, the police officer caught John and
arrested him, placing him in handcuffs represented by the paperclip.
I believe that this activity was another measure of my imaginative capacity. This
activity was very different from the previous activity, however, considering that this
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activity included using multiple objects, while the last one required me to use no objects
whatsoever. Perhaps it was testing my capacity for pretend play, which is something that
children on the autism spectrum are known to struggle with. However, I don’t understand
how this would have been applicable to me considering that I am an adult.
In between each interactive activity were several questions concerning different
areas of my life, as well as experiences that I felt were indicative of autism spectrum
disorder. She asked me about self-stimulatory behavior, my past and present friendships
and relationships, and sensory sensitivities. Overall, I felt that the evaluation was very
thorough and extensive. I found the interactive portions interesting, as I had never been
put into specific scenarios for the purpose of a medical examination. I also felt that the
psychologist made an effort to get to know me on a personal level, and took all of my
experiences into consideration when evaluating me. I felt this way, at least, until I
received the written report with my results.
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The Results of My ADOS-2 Evaluation
About two weeks following my in-person evaluation, I had a Zoom call with the
psychologist who evaluated me. I was not diagnosed with autism spectrum disorder or
Asperger syndrome. Rather, I was diagnosed with Social Anxiety Disorder along with an
unspecified neurodevelopmental disorder. She stated that, if she had met me as a child,
and she had witnessed the experiences that I had exhibited in my early childhood (of
which she learned about during an interview with my mother), she would have
undoubtedly diagnosed me with autism spectrum disorder. However, she stated that my
present ability to define the different relationships that I have had throughout my life,
more specifically my ability to differentiate between friendships and acquaintanceships,
led her to believe that autism spectrum disorder was not the correct diagnosis.
This explanation made sense to me initially. However, I was confused following
her statement regarding my experiences in early childhood. I asked her about this with no
hesitation, “So, you said that if you had seen me as a child, you definitely would have
diagnosed me with autism spectrum disorder, but based on what I am capable of today,
you wouldn’t diagnose me with it. What’s the difference between someone with an
unspecified neurodevelopmental disorder who doesn’t struggle with social relations in
that way, and someone who does have autism spectrum disorder, but has just learned how
to cope with social situations over time?” She couldn’t give me a concrete answer.
This unanswered question stuck in the back of my mind, but I tried not to worry
about it too much. Another two weeks later, following that final Zoom call, I received the
official medical documentation detailing my evaluation for autism spectrum disorder. As
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soon as I downloaded and opened the document, I was shocked. My heart sank in my
chest. I knew immediately that something was wrong.
Within the very first paragraph of the document, there were countless problems.
There were spelling and grammatical errors throughout the document. My last name,
which was written in the header of every page of the report, was spelled incorrectly.
There were also details outside of spelling and grammar that were entirely incorrect. The
psychologist had written things about my life and my experiences that were entirely
untrue. In addition to this, within a physical description of me, she called me “pudgy,”
which I found offensive and unprofessional.
Needless to say, my mother and I were baffled by this document. This was
supposed to be something official and reliable from a doctor. I asked the psychologist to
rewrite the document, correcting the issues, which she did, but I was still unhappy that
something of such poor quality was still given to me. The quantity of errors, regardless of
how significant they were to the actual data presented within the document, cast
significant doubt upon the validity of the conclusions made about me. What angers me
the most about this situation is the fact that other individuals may suffer greatly from this
kind of work. I am lucky, in that seeking out a diagnosis is simply for peace of mind. For
others, that is not the case. There are children and adults alike that have in the past and
will eventually visit the institution I utilized for this evaluation who desperately require a
diagnosis. There are countless individuals in the world who rely on their diagnosis of
autism spectrum disorder in order to receive the related services and accommodations
necessary for them to be successful at school, work, and even everyday life at home. If
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the results they receive from an institution are inaccurate, that would create serious
issues, and would likely put someone’s well-being at stake.
It should be noted that my concern is not with the exact diagnosis I happened to
receive. I have no issue with being diagnosed with things other than autism spectrum
disorder or Asperger syndrome. Rather, the issue I have is with the poor quality of the
report I received from a medical professional. Following this experience, I will be
seeking out a second opinion from a different institution. Even if I receive the exact same
diagnosis from a new institution, I will have no issue with it. I am simply looking for
someone who will write a report that is of high quality and free of major errors. That is
what every person seeking out a diagnosis of autism spectrum disorder deserves to
receive.
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Data Collection and Analysis
From the beginning, I knew that my research was dependent upon the points of
view of those who have received a diagnosis of autism spectrum disorder or Asperger
syndrome in adulthood as opposed to childhood. The goal of this project in general is to
provide adults in the autism community with the information they have been lacking for a
significant amount of time. I believe one of the best ways to contribute to the small pool
of information available is to go right to the source. In this instance, it means real people
who have relevant experiences, and have worked through the struggle of finding
information that is actually applicable to them.
The main source of information I utilized to find people that would fit within my
research qualifications was the internet. I reached out on several social media platforms,
including MyKU, a platform specifically for Kutztown University students, as well as
more broad platforms, including Facebook and Reddit. On Facebook, I reached out to
several autism-specific groups, including the Autism Society of Berks County, the
Autism Society of the Lehigh Valley, and the Pocono Autism Society. On Reddit, I
reached out to several subreddits, including r/autism, r/aspergers, and r/neurodiversity.
For each of the groups I reached out to, I sent a message detailing who I was, the
purpose of my research, and the qualifications for being a participant. Below is the
description I gave to the groups I reached out to:
Hello! My name is Caleb, and I am currently a senior Special Education
PreK-12 major at Kutztown University in the honors program, and as such
I am required to complete a Capstone Project, the topic of which I am
allowed to choose. For this project, I have chosen to complete research on
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the autism spectrum disorder/Asperger syndrome community, specifically
those who have been diagnosed in adulthood as opposed to childhood. The
reason I have targeted this specific community is because there is a severe
lack of information for adults on the spectrum, especially when compared
to the information that is available for children. While it is true that the
majority of those diagnosed with autism or Asperger syndrome were
diagnosed in childhood, the experiences of those diagnosed much later in
life are just as important and valid. If you are an adult who was diagnosed
with autism spectrum disorder or Asperger syndrome in adulthood, and
you would like to contribute to the relatively small pool of information on
autism and autism diagnosis in adulthood, it would mean a lot to me if you
would respond to the survey linked below. Please know that this survey is
entirely anonymous, so I will be unable to determine who submits which
responses. Please do not hesitate to reach out to me here or at my email
kpiac922@live.kutztown.edu with any questions or concerns. Thank you!
Below my introduction, I included a link to an entirely anonymous Google Form. This
was the method I utilized to collect data from my participants. I wanted to learn about my
participants’ unique experiences in receiving a diagnosis of autism spectrum disorder or
Asperger syndrome in adulthood. I feel that the way in which I utilized the internet to
reach out to possible participants was particularly effective, as I ended up having a
sufficient amount of total participants involved.
My original goal in terms of participation in my survey was 10-15 people. I
assumed that the area in which I was looking for participants was relatively niche, and
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that even with the use of the internet, it would be difficult to find what I was looking for.
After sharing my survey with various subreddits, I was surprised to find that I had a total
of 22 responses to my survey, with 21 of those responses agreeing to respond following
the initial description of informed consent. This number of participants completely
exceeded my expectations, and I am satisfied with what has been achieved.
As required by Kutztown University’s Institutional Review Board, or IRB, I
needed to provide informed consent to willing participants before they were given access
to the questions within the survey. This was so that the participants were fully aware of
any risks involved in sharing personal information through the form. In sharing personal
experiences about possibly sensitive topics, it was important that participants understood
that they could be made uncomfortable when answering particular questions. Below is
the informed consent description that participants were provided with:
You are invited to participate in a research study being conducted through
Kutztown University. We ask that you read this form and ask any
questions you may have before you decide whether you want to participate
in the study. The University requires that you give your agreement if you
choose to participate.
This study is being conducted by Caleb Piacquadio, a student in the
honors program conducting this survey as part of an extensive research
project related to autism spectrum disorder (ASD) and Asperger
syndrome.
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Title of This Study- Diagnosed with Autism Spectrum Disorder in
Adulthood: The Often Overlooked Subdivision of Individuals in the
Autism Community
The purpose of this study is to collect information regarding individuals in
the autism and Asperger syndrome community, specifically those who
were diagnosed in adulthood as opposed to childhood. It is clear that there
is a severe lack of research and resources for this section of the
community as opposed to the information that is available for children.
Following the collection of information, I plan to compile and share my
research, so that those seeking out a diagnosis in adulthood, or those who
have already been diagnosed in adulthood as opposed to childhood, will
have more information available to them.
If you agree to participate in this study, we ask you to answer the
questions in this survey as accurately as possible. If you are unsure of how
to answer a question, or you feel uncomfortable answering a question, you
are not required to answer it. Every question and statement within this
form is optional, with the exception of your agreement to participate.
This study does contain the risk/discomfort of possible psychological
distress, as some questions could be considered personal in nature,
including questions about personal identity, adverse experiences, and
negative perceptions. In instances of psychological distress, we ask that
you end your participation in the survey in order to avoid further distress.

42
If you experience significant psychological distress and/or undergo a
mental health crisis as a result of this survey, please seek professional help
immediately through one of the following resources:
National Suicide Prevention Hotline: 1-800-273-8255
The Trevor Project Lifeline, a hotline for members of the LGBTQ+
community: 1-866-488-7386
The National Transgender Lifeline: 877-565-8860
The main benefit to participating in this survey is that, with your
responses, you will be contributing to the small, but growing, pool of
information catered to adults in the autism and Asperger syndrome
community. With this information, adults who are seeking out a diagnosis
will have an easier time finding the information they need to learn about
autism and/or Asperger syndrome, and how it is experienced by adults as
opposed to children.
Records will be kept private and will be handled in a confidential manner
to the extent provided by law. In any report or presentation, we will not
include any information that will make it possible to identify a research
study participant. You will remain anonymous.
Your participation is voluntary. Refusal to participate will involve no
penalty or loss of benefits to which you are otherwise entitled, and you
may discontinue participation at any time without penalty or loss of
benefits to which you are otherwise entitled.
The researcher conducting this study is:
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Caleb Piacquadio
kpiac922@live.kutztown.edu
484-201-1158
The advisor for this study is:
Cynthia Stunkard
stunkard@kutztown.edu
702-524-3900
Kutztown University Special Education Department:
610-683-4290
111 Beekey Building
Kutztown, PA 19530
Kutztown University Honors Program Department:
610-683-1391
Honors Building
Kutztown, PA 19530
You may ask any questions you have now. If you have questions later
regarding the research study, you may contact the researcher listed above.
If you have any questions or concerns about the rights of research
participants, please contact the IRB Committee at Kutztown University at
484-646-4167.
Your information collected as part of this research, even if identifiers are
removed, will not be used or distributed for future research studies.
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The following pages will consist of a breakdown of every question and response
item within the anonymous survey that I shared. The Google Form program allows users
to convert all of the responses into pie charts and bar graphs. This creates a visual
representation of data that is easy to understand and analyze. I made sure to take
advantage of this feature wherever I could do so.
Demographic Information

Demographic information was collected for the purpose of assessing how diverse the
population of participants is. Regarding participants’ gender identity, I am happy to see that the
majority of responses were made by females. This is because a significant amount of women are
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misdiagnosed or overlooked as being on the autism spectrum at all. For women, struggles in the
area of social skills are often misinterpreted as shyness rather than analyzed as a notable deficit.
Regarding participants’ age, the majority of participants are relatively young, belonging
to the 18-24 year age range. I am pleased with the wide range of ages that responded to the
survey. Different age groups are likely to have different points of view, which I find significant in
my effort to learn about the opinions of the entire autism community as a whole. This is also
relevant in terms of those specifically diagnosed with Asperger syndrome, as that diagnosis is no
longer widely given due to its removal from the DSM-5.
When and Why

I made a point to present the distinction between current age and the age at which
individuals were diagnosed with autism spectrum disorder. I made this distinction for two main
reasons. The first reason was to ensure that those who were participating in the survey did not
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misunderstand the research qualifications. I was specifically asking for individuals who had been
diagnosed in adulthood, not simply any adult who happened to be on the autism spectrum. The
second reason was to see if there was a trend in the age people were most likely to receive a
diagnosis. As was the case with the response asking for current ages, the majority of people
received a diagnosis within the 18-24 year range. The percentage for this range, as well as the
percentage for the 25-34 year range, were higher in the latter question, indicating that the
participants were generally diagnosed earlier in life.
After determining when individuals received their diagnoses, I found it necessary to ask
why they sought out a diagnosis. The reasoning behind seeking out a diagnosis in adulthood is
likely much different from the reasons parents have in seeking out a diagnosis for their young
children. I provided participants with the following pre-written responses:
-

Recommendation from a friend or family member

-

Recommendation from a medical professional

-

Recommendation from a psychological professional

-

Recommendation from a teacher, professor, or counselor

-

Personal reasons

Out of the pre-written responses, the majority of participants stated that they sought out a
diagnosis for personal reasons. This would indicate that the majority of adults seeking out a
diagnosis are internally motivated to do so. When there were outside influences, the majority had
stated that they had been recommended to seek out a diagnosis from a psychological
professional. The next highest category was recommendation from a friend or family member.
The rest of the responses were originally written through the “Other” category. Some
chose to elaborate on prewritten points, or combine multiple prewritten points to create a more
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detailed answer. For instance, some participants stated that they were simultaneously internally
and externally motivated to seek out a diagnosis. Another trend that was observed in the
originally written responses was the influence of media on participants. Some had stated that,
after seeing autism-related content on social media and news websites, they were prompted to
seek out a diagnosis for themselves. This likely should have been included as an option within
the pre-written responses.
Length of Evaluation Period

Regarding the question of how much time was required to receive a diagnosis after
initially pursuing an evaluation, I allowed participants to write in their own original answers. I
am unsure of why I didn’t set pre-written answers for this particular question, and I would likely
do so if I were to recreate the survey. Despite this, I found it interesting to see the exact, varying
lengths of time it took for each individual to receive a formal diagnosis. The answers ranged
from as little as two weeks up to 1.5 years. It is surprising to see such a wide range of responses
for this question, as I was previously under the assumption that different institutions would
typically take the same amount of time to process evaluations and give diagnoses. However,
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while I was under this assumption, I likely failed to recognize the outside factors that could have
a significant impact on wait time, such as the population in the surrounding area, or the size of
the institution and amount of staff present to evaluate people.
Likert Scale Responses
The next series of items are statements that the participant could rate on a Likert scale,
with 1 being “Strongly Disagree” and 5 being “Strongly Agree.” Through these questions, I
wanted to gauge opinions rather than collecting factual information on my participants. This is
the part of the survey responses that I have anticipated the most. This is the information I was
always eager to share publicly with the autism community.
Representation
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The first series of statements I provided for participants to answer were regarding
representation. The catalyst for this entire project was the severe lack of research I observed in
trying to find information on autism characteristics and diagnosis in adulthood as opposed to
childhood, so I desperately wanted to know if others have had the same negative experience.
According to the results, this seems to be the case. For the above three statements regarding
representation, No responses possessed a rating of a 1 or 2 on the Likert scale, meaning that all
participants felt neutral toward or agreed with the statements in some capacity. In general, these
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responses indicate that individuals within the autism community feel that they are
underrepresented on the internet, in the media, and within scientific research.
Pursuing a Diagnosis
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In comparing and contrasting the experiences of children and adults in terms of pursuing
a diagnosis of autism spectrum disorder, I wanted to explore how difficult it was for adults to
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receive an evaluation and subsequent diagnosis. In simply inquiring about the difficulty of
pursuing a diagnosis, 12 out of 21 respondents indicated that the process was not particularly
difficult. The majority of those responding also stated that they were taken seriously by
professionals when seeking out a diagnosis, which likely made the process much easier, but what
was not ideal to observe is the fact that most were not taken seriously by friends and family when
pursuing a diagnosis in adulthood. It could be stated that this indicates some kind of stigma
against those seeking out diagnoses later in life, but the statements presented directly afterward
contradict this response, as the majority of individuals state that they were not told or otherwise
made to believe that seeking out a diagnosis in adulthood was unnecessary. I am unsure of what
is conveyed by this discrepancy.
Perception of Self
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Receiving a diagnosis at any point in life is likely to influence an individual’s perception
of themselves. Therefore, I found it necessary to utilize statements related to self-discovery and
self-perceived struggles. For myself, seeking out a diagnosis of autism spectrum disorder has
only been for peace of mind rather than something I required for my well-being or educational
process. Obtaining these responses in particular serve as a unique perspective vastly different
from my own.
The way in which the first two statements regarding difficulty in life were responded to
were exactly the same, in that the majority felt that their life was hard before receiving a
diagnosis of autism spectrum disorder. This would suggest that those living without an
appropriate diagnosis, regardless of age, experience some struggle, which furthers the argument
that adults seeking out a diagnosis deserve the same attention and accommodation that children
deserve. In the same vein, the majority of participants also strongly agreed with the statement
that it was difficult to understand who they were as people prior to receiving a diagnosis.
Regarding the understanding of self following a diagnosis, the answers were very mixed,
although most disagreed with the statement that it was hard to understand themselves after
receiving a diagnosis. The process of receiving a formal diagnosis is likely a positive one for
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those seeking to understand themselves on a deeper level. Regarding the last statement, the
results were again mixed, but the majority of people agreed with the statement that they had
considered the possibility of being on the autism spectrum for a long time prior to receiving a
diagnosis.
Discrimination
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As is the case with many disabilities and conditions, those on the autism spectrum may
face discrimination throughout their lifetime. I felt that it was necessary to take this into
consideration within the survey. Regarding the statements inquiring about discrimination
occuring before and after receiving a formal diagnosis, the results were mixed. Most participants
felt neutral toward both statements. Based off of these results, I would make the conclusion that
the discrimination that these individuals face is on a case-by-case basis. It is difficult to make a
generalization about the data.
The final statement specifically detailed accommodations and related services. Yet again,
the responses were mixed. Some stated that it was difficult to receive the services they needed,
while others stated that it wasn’t difficult. This could, again, result in the conclusion that this
issue simply occurs on a case-by-case basis. It cannot be generalized, based on the responses
provided, that services are relatively easy or difficult to receive.
Other Responses
At the end of the anonymous survey, I allowed participants to write about anything else they felt
I should be made aware of. I wanted participants to have the opportunity to discuss anything that
they felt was relevant to the research topic. Only so much information can be covered within a
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survey. Therefore, it is entirely possible to gain insight on issues that had not been previously
considered. Below are the responses submitted anonymously by the participants, which are being
shared in order to give participants a platform with which their ideas can be shared:
-

“I much appreciate Tony Attwood’s and Carol Gray’s essay The Discovery of Autism,
January 2013. It must be an updated version of a previous essay. It makes one reconsider
whether ‘diagnosis’ and ‘disorder’ are appropriate terms to use, framing Asperger’s
instead more as a personality type - like discovering where someone fits on
Myers-Briggs. They look at the positive traits, which are often neglected in American
clinical language, and they frame the downsides as weaknesses or ways people
misunderstand Asperger’s rather than as defects.”

-

“I hate that Aspergers and autism are now diagnosed as the same thing.”

-

“I feel like I am someone who ‘slipped through the cracks’ and that I could have been
diagnosed much earlier in life if parents and teachers knew what signs to look for in
different presentations of autism. I am so glad that you are doing this research. I believe
that by increasing awareness of adult diagnosis of autism will allow people to more
seriously consider it as a diagnostic possibility. Prior to being diagnosed with autism &
ADHD, I was treated for several years for anxiety and depression. I think autism, ADHD,
being undiagnosed and therefore lacking accommodations was the root of many of my
issues with anxiety & depression, and I feel my school life (K-12 and college) could have
been greatly improved if there was more awareness and better information around
different presentations of autism.”

-

“I received my diagnosis before moving to a new state. This new state has an option to be
identified as ASD on their driver’s license, but only if I was diagnosed in this state. Still
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waiting to meet a specialist here. Bureaucracy is my nemesis, and it’s how the adult
world operates.”
-

“Due to being so skilled at masking, it was hard for people to believe me when I first
thought I may be autistic. I told my therapist within a week of suspecting I could be
autistic and she said there was ‘absolutely no way’ I could be. Then I told a good friend
of mine (who also happens to be a therapist) a couple weeks later and he told me the
same thing. Because of this, I waited another 1.5 years to pursue a diagnosis. They
discouraged me and made me embarrassed to think what I was thinking. It wasn’t until
my mom told me she ‘100%’ believed I was autistic on my 24th birthday that I started to
try to find a doctor. It was challenging to find one in my area that diagnosed adults, but
once I found one, he got me into his private practice within less than two weeks.”

-

“Most information provided by non-autistic people focuses heavily on pathologizing
autistic traits and I believe that is a large contributing factor as to why so many adults do
ont seek a diagnosis/do not believe they are autistic. Yes, some traits can be debilitating
and need accommodation but to only have an emphasis on the ‘bad’ traits causes many
people to believe autism is bad and not want to have any association with it.”

-

“Although it took me only a month for a formal diagnosis, I had a prior year of doing
research and questioning. I was diagnosed with a bunch of other mental illnesses that I
don’t have. My life prior to diagnosis was hard on an identity leve, and because I wasn’t
accommodated. However, my life was made better, much better, because I had good
parents. Consider the difficulty of getting diagnosed in males vs. females and white
people vs. POC.”
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Conclusion and Reflection
Based on the data collected via the participants in my anonymous Google Form survey,
some generalizations can be made. First, adults on the autism spectrum, especially those who
sought out and received a diagnosis of autism spectrum disorder in adulthood as opposed to
childhood, strongly feel that they are underrepresented in today’s media and autism research,
which has subsequently made it difficult to find information relevant to them while seeking out a
diagnosis. Also, in childhood and adulthood alike, life is difficult prior to receiving a diagnosis,
accommodations, and related services. Finally, adults diagnosed with autism spectrum disorder
experience discrimination and difficulty receiving services in the same way children do.
All of the generalizations made through the participants’ responses align with my
negative experience in struggling to find relevant information for adults on the autism spectrum.
It has been made clear that adults seeking out a diagnosis later in life deserve more recognition.
There shouldn’t be a discrepancy between the attention children and adults are given in terms of
research and media attention. Those diagnosed with autism spectrum disorder in adulthood are a
real and valid portion of the autism community, and they must be treated as such.
In terms of the process of completing this project, I feel that I could have been much
more efficient and motivated throughout. I procrastinated many times during the writing portion
of the paper, as the length requirement intimidated me at times. Frankly, I am shocked that I
finished weeks before the deadline rather than at the last minute. If I had the option to go back, I
would have started writing the paper much sooner, and spread out my work over time rather than
putting it off.
Regarding the completion of this project, I feel proud of the work that I have done. I feel
incredibly fortunate to have learned more about the unique experiences and struggles adults in
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the autism community have faced. The opportunity to interact with and write extensively about
real individuals who were diagnosed in adulthood is one that I have not taken for granted. I
sincerely hope that I was effective in bringing awareness to this specific issue, and giving
individuals on the autism spectrum a platform to share their thoughts with the general public.
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Appendix: WIPS Presentation
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